Objectives: The Alzheimer's Society has culturally adapted an Information Programme for South Asian families (IPSAF) who support an individual living with dementia. The objectives of this evaluation were to establish whether IPSAF had an immediate and medium-term impact on those who attended and how it impacted on the wider family and the person with dementia.
| BACKGROUND
It is estimated there are currently 25 000 people from minority ethnic communities in the United Kingdom living with dementia, and this is predicted to increase to 1 720 000 by 2051. 1, 2 This would be a sevenfold increase in prevalence in 40 years compared to the twofold increase predicted in the indigenous population. Despite the growing prevalence of dementia in minority ethnic populations, evidence suggests such groups remain under-represented in specialist dementia services. [3] [4] [5] [6] This may be due to lack of awareness of dementia in minority ethnic groups, with memory problems being viewed as a normal part of ageing. 7, 8 Willis et al, 9 Parveen et al, 10 and Greenwood et al 11 report a number of perceived barriers for minority ethnic communities accessing services, such as navigating complex social care pathways, language barriers, cultural stigma, lack of community-based services, concerns about cultural and religious appropriateness of services, and culturally preferred coping strategies.
Because of the increasing evidence suggesting lack of awareness of dementia in minority ethnic communities, there have been a growing number of local initiatives aimed at improving awareness of dementia. 12 Bhattacharyya and Benbow 13 reviewed reports about 13
innovative services for older people from minority ethnic groups in the United Kingdom and made recommendations for practice including reaching out to communities, ensuring appropriate practitioner language skills, working in partnership with local black and minority ethnic organisations and ensuring initiatives are sustainable. The All Party Parliamentary Group's 1 report that "Dementia does not discriminate" presented 7 key recommendations for working with minority ethnic populations with dementia in the UK, including raising awareness of dementia and improving access to services for people with dementia. The evaluation was conducted across 7 of the 9 sites in England where IPSAF was delivered. Two further sites were unable to take part because of unforeseen delays in their start dates. All who attended IPSAF were invited to participate, and we were able to cater for language requirements so that all could take part. 
| Procedure

| Knowledge quiz
To obtain a quantitative measure of change in participant knowledge of dementia and/or services, a social quiz was designed to overcome the linguistic and cultural barriers associated with a written questionnaire. This was conducted before the first and after the final sessions of IPSAF. Participants held up coloured numbered cards to show how much they agreed with each of 6 statements. The cards represented a Likert scale, from 1 (strongly disagree) to 5 (strongly agree).
| Focus groups
After the final session of IPSAF, attenders were invited to stay on to participate in a focus group with one focus group being held at each of the participating sites. Approximately 66% of course attenders took part, with numbers ranging from 2 to 11. The focus groups were facilitated by 2 researchers, one of whom was multilingual, and discussion occurred in the language choice of participants (mainly Punjabi, Hindi, Urdu, and English). Participants were asked about their views of IPSAF, whether it had impacted on their daily lives, what they had found useful, and whether and how it could be improved. The focus groups lasted 30 to 60 minutes.
| Family interviews
Attenders were also invited to participate in a family interview to 
KEY POINTS
• A culturally adapted carers' programme led to improvements in participant knowledge about dementia and services available.
• Carers reported gaining much needed peer support during the sessions and also increased confidence in their role.
• The programme had an indirect impact on the quality of life of those with dementia, as families now offered choice and focused on empowerment.
• The programme contributed to dementia awareness in the wider community e200of the programme. Three of the families were followed up 6 months later to establish whether IPSAF had a sustained impact on the families. One family declined follow-up, and because of timescales, it was not possible to follow up the remaining 3.
| Data analysis
All interviews and focus groups were digitally recorded, translated, transcribed, and analysed using thematic analysis. 14 Descriptive analysis was conducted on the quantitative quiz data. The percentage of participants who strongly agreed/agreed with each statement was calculated and is presented in Figure 1 .
The focus groups involved 42 participants of Indian, Pakistani, and
Bangladeshi heritage (See Table 1 ). The majority were family carers, although 22 were not carers themselves but had an interest in how to support others in this role. Family interviews involved 17 participants and included 4 families of Pakistani heritage and 3 of Indian heritage.
Thirty-seven participants completed the prequiz and 33 completed the postquiz.
| The immediate impact on those who attended IPSAF
All participants were very positive about the impact IPSAF had on their lives. This is discussed below under 5 themes: knowledge and understanding of dementia, awareness and use of services, coping and confidence, social support, and emotional impact.
| Knowledge and understanding of dementia
You forget your daily tasks, how to make a simple cup of tea, we were shown how to make a simple cup of tea, how to do it, we actually did the task ourselves, how to make a cup of tea, it sounds simple but it isn't. The focus group discussions were supported by the data from the quiz (see Figure 1) . Following IPSAF attendance, there was a 25% decrease in the number of participants perceiving dementia to be a natural part of ageing and a 41% decrease in the number believing that all people over the age of 80 years have dementia. In the pre-IPSAF quiz, 60% were aware that Alzheimer's disease is a type of dementia and dementia is caused by a disease of the brain, with the proportion increasing to 75% post IPSAF.
| Awareness and use of services
I feel less isolated because I know who the service providers are now, so kind of things to do with health, housing, legal issues. So we now know where to go because initially we kind of found these things by chance and by accident really, by asking people, you know.
(Carer Participant, Family interview 4)
All participants discussed being much more aware of services as a result of IPSAF and were able to give examples of services they could approach for support. Many placed particular value on knowledge The quiz data (see Figure 1 ) support these findings with the number of participants feeling confident they would be able to find support to help them tripling, and the number who perceived they would know where to go for advice on legal and financial matters doubling.
| Coping and confidence
"We now understand that we need to make time for our self also a bit, so ok it's our duty to take care of our parents or husband, whoever is ill with the disease, we are devoted to that but the other important thing is I have to take care of myself also. If I get {a} cold, then who's going to take care of both of us." (Carer participant, Focus group 5)
An additional outcome was that almost all carers said they now better understood the need to look after themselves, one carer perceiving this "as the most important thing." Many carers reported that IPSAF had validated the need for self-care and, as a result, felt less guilty. A significant number felt IPSAF had improved their understanding of the carer's role and given them confidence to support their relative with dementia. Some reported increased confidence in interacting with health care professionals, particularly as they felt more able to recognise the signs and symptoms of dementia. They also felt comfortable sharing information from IPSAF with their wider community. Two families reported feeling better able to cope with pressures from extended family members as a result of strategies they had learned.
| Social support and emotional impact
"When you experience something which devastates you emotionally, you know, big time, it's so important to find people in the same boat as you." (Carer participant,
Family interview 1)
A number of participants reported that the peer group they had met during the Course had become a source of social support, and they no longer felt they were "on their own." Sharing and discussing their personal experiences with the group was seen as a form of "release."
Participants were very positive about the opportunity IPSAF gave them to discuss their experience with others who understood and could relate to the shared cultural barriers experienced, particularly with regards to seeking support. The group was seen as an opportunity to form connections, share information, and learn from one another.
However during family interviews, 2 carers reported that they had been hesitant to share personal experiences because of fear of judgement and confidentiality issues.
3.3 | The immediate impact of IPSAF on wider family members including the person with dementia "We understand that she can't help forgetting things, but at the same time we are still trying to empower her, because we understand that, we still got to keep routine with her, to keep her, to try and help her to keep remembering things, so we help with a lot of stuff, but we still empower her." (Carer participant, Family 1 interview follow up)
There was evidence from the family interviews to suggest that IPSAF had a significant positive impact on the lives of those with dementia. The knowledge and understanding gained by carers during IPSAF led to changes in how carers supported people with dementia.
Many carers reported that they now, for example, used shorter sentences and pictorial aids to facilitate communication, and some had developed a more organised routine for the person with dementia.
Care practices were more centred on promoting independence and empowerment for those with dementia, who were provided with more choice of activities including a fresh opportunity to participate in previously enjoyed activities such as cooking.
The IPSAF also had an impact on immediate family members who had not attended the Course, through knowledge-sharing facilitated by the Course leaflets and DVDs. These family members reported they now understood the person with dementia better and, as a result, behaved more supportively towards them. Families also discussed sharing information with extended family, friends, and colleagues.
One family discussed the limitations of receiving the information "second hand" and would have preferred to receive the information directly by attending IPSAF themselves. They also reported time as a barrier to sharing information with the wider family.
"When my sisters used to come back they used to … share information, but it's not the same as going into a course and then learning it yourself … because sometimes the information that they would give you-these lot may forget [to tell] something but they'll know it themselves;
it's better to go to the professional and just get it done." given the isolation that may be experienced due to the high levels of stigma attached to dementia diagnosis and the lack of accessible culturally suitable services. 7, 8 Perhaps the most significant impact of IPSAF on families was their greater awareness of available services. Families made use of this knowledge to seek support with financial and legal matters. Some families continued to perceive barriers including lack of transport and culturally specific services in their area, and it was notable that none actually attended carer support groups. This strongly suggests that, as well as raising awareness of services, further work is required to provide a wider range of services that are specifically tailored to South
Asian communities. The fact that this programme was well attended demonstrates that South Asian families do access services when these are designed and delivered in a culturally sensitive way, and in collaboration with local organisations.
There is some evidence that IPSAF had a sustained impact as families continued to develop a supportive environment for people living with dementia and share information with the wider family and community thus contributing to much needed dementia awareness-raising, which can lessen the stigma attached to having dementia.
The findings should be interpreted with care due to a number of limitations. The quiz was designed to provide a quantitative measure of knowledge to triangulate the findings from the focus groups. A self-completed questionnaire would have been culturally inappropriate for this particular group because of linguistic and literacy barriers in older generations, and the quiz format had been found to be acceptable in previous work. 12 Course facilitators were responsible for administering the quiz, which they found to be a challenge resulting in unusable data from 2 sites. Furthermore the influence of social desirability on the responses cannot be discounted. It was not possible to conduct tests for statistical significance of changes because of the small sample size and lack of paired data.
The family interviews offered detailed insights into the impact of IPSAF on the wider family. However, difficulties were encountered in ensuring all family members were available and willing to participate, and in retaining families for follow-up. As only 3 families were followed up, this limits the evidence available to support sustained impact of IPSAF. The focus groups were a successful method, attracting 66%
of Course attenders. Overall, the pluralistic approach overcame the limitations of individual methods and provided a thorough insight into the impact of IPSAF.
Despite the study limitations, the findings provide support that this culturally adapted information programme had a significant impact on South Asian families, with some evidence suggesting impact was sustained. IPSAF addresses recommendations for practice such as community engagement, ensuring cultural needs are met, and working in partnership with black and minority ethnic organisations (Blakey et al). 13 The programme has the potential to have a positive impact on South Asian communities at national level, if embedded in care pathways, but also at an international level. Prince et al 15 suggest that 58% of those living with dementia reside in low-and middle-income countries, with large increases in prevalence predicted in India, Bangladesh, and Pakistan. IPSAF demonstrates potential as a service that could be implemented in South Asian countries to support families who are caring in the community for a relative with dementia.
